I n 2004, the National Institutes of Health (NIH) launched its Roadmap as a way to transform healthcare research by making it more efficient.
1 PROMIS (the Patient-Reported Outcomes Measurement System) was developed as part of the Roadmap to fill the need for an evidenced-based, stateof-the-art assessment system for measuring self-reported health.
1 PROMIS standardizes collection of patient-reported outcomes (PROs) (such as depression and anxiety) across research studies and enables efficient assessment of various aspects of self-reported health. Further, PROMIS provides a way to capture the patient's full experience of their disease and treatment. 1 In the clinical setting, physicians and researchers can assess symptoms, inform treatment decisions, and track outcomes using PROs. 2 SPADE symptoms (sleep problems, pain, anxiety, depression, and low energy/fatigue) are prevalent and can be measured using PROMIS. They are the types of outcomes the NIH was hoping to improve. In this month's Journal of General Internal Medicine, Kroenke and colleagues' report results of a randomized trial in which they offered primary care clinicians a visual display of patients' SPADE symptoms, then measured the change in 3-month composite SPADE scores. 3 They found no difference in SPADE symptom improvement or clinician action between patients whose clinicians saw the visual displays and the control group. Documented clinician action included medication prescriptions (66% of study participants) followed by other treatments such as education (36%) or referrals (28%). Patient-reported clinician action was not associated with patient characteristics nor satisfaction. Importantly, two thirds of threshold-level symptoms were unresolved at 3-month follow-up. 3 While disappointing, the findings are unsurprising. The study's randomized clinical trial design provides strong evidence that measuring symptoms alone does not change practice. Displaying patients' symptom scores did not improve documentation, symptom-specific clinician action, or patient satisfaction. There are three potential explanations: (1) physicians overlooked the displays; (2) clinicians prioritized other diseases over SPADE symptoms; or (3) SPADE symptoms are difficult to treat. While interviewing the clinicians could answer these questions definitively, some insight can be gleaned from the clinicians' actions and interviews with the patients. The first explanation seems unlikely because according to the patients, the vast majority of threshold symptoms were discussed. 3 Patients also reported that clinicians often prioritized other diseases. In fact, the most common reason for not discussing the SPADE symptom was a more pressing medical issue (49%). Finally, many patients reported not needing (47%) or wanting (29%) treatment. Yet, treatment was desired the majority of the time when symptoms were threshold level for pain, sleep, and fatigue. 3 Perhaps the most likely reason that presenting the information did not result in symptom improvement is that SPADE symptoms are difficult to treat. Until recently, opioids were the most common treatment for pain. Opioids are addictive and increasingly regulated. There are medications for sleep, anxiety, and depression, too, but their effectiveness is low and side effects are common. Cognitive behavioral therapy (CBT) is effective but patients may face barriers to accessing an expert in CBT, including insurance, time, or availability. As the authors acknowledge, the lack of systematic supports to address patients' symptoms likely blunted the impact of the information provided. 3 Prior randomized trials of depression screening found screening improved morbidity and mortality only when substantial supports are in place. 4 Better treatments are clearly needed.
If we cannot readily improve SPADE symptoms, does it still make sense to measure them? Historically, patients have shared their medical history and symptoms for their own benefit, for the purposes of diagnosis and treatment. Routine measurement can improve outcomes for patients with chronic disease (e.g., monitoring blood pressure or arthritis symptoms), but this assumes we have effective treatments available. Monitoring SPADE symptoms may be more akin to monitoring body mass index, an often futile and frustrating activity for physician and patient alike. Yet, to improve overall healthcare quality, learning health systems need data, especially the kind provided by patients completing PROMIS measures. Learning health systems can identify ways to improve care delivery by leveraging these data using real-time analysis. 5 Researchers can link PROs and electronic health record data to understand the effectiveness of the treatments they provide. They can study positive deviants-physicians whose patients improve more than the average-to spread their practices. A defined set of measures for SPADE symptoms, such as one used in this Published online June 5, 2018 study, can provide a basis for health systems to compare themselves to others and assess the effectiveness of different systematic supports. This goes beyond simply measuring symptoms. We must identify the interventions (i.e., pharmacological, cognitive behavioral therapy, or otherwise) that improve patients' symptoms in the real world and subject these interventions to rigorous evaluation. Of course, gathering and analyzing these data in the course of a busy practice is not simple, 6 neither is treating insomnia, pain, anxiety, fatigue, and/or depression. Routinely measuring SPADE symptoms is a requisite step toward the latter.
Currently, some health systems ask patients to report a limited number of PROs to meet quality measures. For example, depression screening using a PRO is an accountable care organization quality measure tied to payment. 7 However, as more PROs are integrated into primary care, the burden on patients will increase. Health systems will likely ask patients to share more about their health at more routine intervals. However, unlike a review of systems, or screening questions about depression or anxiety, the PROMIS is unlikely to be used directly in the patient's care. Patients, then, may rightly resist sharing their information.
One way to get patients to provide their information could be to appeal to their altruism. Another is to allow them to track their progress. The case of Amazon illustrates that providing data can be supply an individual and a public good. One of Amazon's earliest innovations was allowing customers to post book reviews, which were positively associated with book sales. 8, 9 Individuals who posted reviews found satisfaction in recording their impression of the book, 10 and the public benefited from access to unbiased reviews. Of note, the vast majority of Amazon customers never post a review. In research, if only a tiny fraction of patients routinely complete PROMIS measures, conclusions based on the data may be biased. Thus, engagement in sharing health information needs to be high. This is particularly true as health systems compete with almost every other industry to obtain patient's opinions, experiences, and data. In this domain, healthcare organizations may have an edge over other businesses, however, because patients desire to help other patients is likely greater than their desire to help movie-goers pick a film or vacationers choose an Airbnb. In addition, patients may appreciate the ability to track their symptoms over time and compare themselves to national norms. Ultimately, healthcare systems must demonstrate to patients that sharing this information is worthwhile, or identify a way to compensate patients for their time.
To demonstrate value to patients, learning health systems should invest in measuring PROs, enable access to appropriate interventions for patients, and continuously improve patient care. Kroenke and colleagues' study demonstrates that SPADE symptoms can be systematically measured in the primary care setting. 3 The vital next step is using this information to improve population health. Let us hope that patients understand that while reporting their symptoms may not improve their individual health today, it may help to improve the health of patients like them tomorrow.
